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Introduction 


There is a general consensus among medical ethicists! that favours 
patients being able to make their own decisions about health care, a 
consensus reflected by law;>’ but the practicality of how to ensure this 
in law is sometimes far from clear. Advance directives (ADs) are an 
attempt to implement this interest as regards refusal of medical 
treatments® should certain specific states of incompetence arise. Forms 
of incapacity might arise from physical illness or injury and include 
coma, persistent vegetative state (PVS),? dementia, heavy sedation, or 
the ‘locked-in’ state." Difficult decisions may need to be taken about 
whether the patient, if faced with little or no possibility of recovery, 
would have wanted measures that might only prolong a dying process 
to a possibly more painful conclusion than might be obtainable without 
active treatment.!2 Hence the advance instructions of the patient can 
serve many uses. Such instructions may be formalised into a written 
document.!3 In spite of popular support, and in some cases legislation, 
attempts to encourage the widespread use of advance directive 
documents in other jurisdictions have met with limited success; but if 
the solutions have not yet worked, the problems, brought on largely 
by medicine’s increasing capacity to extend our lives into incapacity, 
are getting more acute. This chapter seeks to cover two aspects of 
advance directives: first the situation as it has developed, is now, and 
is likely to progress; and second what appear to be potential flaws in 
such documents and the possibility of overcoming them, with the 
underlying question being posed, to what extent can advance medical 
directives help patients to die in the way they wish? 
Advance directives are likely to become increasingly common 1n 
the future. The House of Lords Select Committee on Medical Ethics" 
commended their development and recommended a code of practice 
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that should ‘encourage professionals to disseminate informat; 
advance directives’. 5 We should ask what modifications On about 
desirable to maximise such documents’ usefulness both to p seed be 
to health care staff. To begin, the chapter draws on published aa and 
legal precedent and the author’s own examination of advance dice. 


in different countries. Ves 


Definitions 


Terminology is unclear in the United Kingdom, and the phrase ‘livin 
will’ has often been used loosely or interchangeably with the phrase 
‘advance directive’ or ‘advance declaration’.'®” In other iurisdictions 
these terms are quite distinct. For instance, as Dworkin says, 


Every state in the United States now recognizes some form of advance 
directive: either living wills - documents stipulating that specified medical 
procedures should not be used to keep the signer alive in certain specified 
circumstances, or health-care proxies - documents appointing someone else 
to make life and death decisions for the signer when he no longer can.* 


These definitions will be used, to make it quite clear when we are 
concerned with a living will instruction from the patient to the heath 
care team, and when what is meant is a proxy document in which the 
patient authorises a third person to instruct that health care team.” 


Theory 


Developments in medical technology over the past 50 years have dra- 
matically altered the dying process and, in this respect, our society 15 
radically different from the one contemplated by Locke, whose ideas 
have nevertheless so heavily influenced our social structures to this day. 
Laws have tended to attempt accommodations within existing law rather 
than tackling from scratch the questions of euthanasia and dyins: 
Severe problems can arise when new factors, such as a prolongation 
of life beyond any expectation of residual quality of life, are unaccounie 
for in the initial scheme of things, or in constitutions written 
unwritten. 
Whether one argues from a utilitarian point of view In ae 
maximise beneficial outcomes, along with John Stuart Mill, oF nts, 
Kantian arguments based on autonomy, dignity and individual 18 40 
the same conclusion can be reached, namely that, as long 2° 
not interfere with the liberty of others, people should be free 
their own good in their own way." It is not difficult to recognise 
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of us a desire to exercise control over our own destiny and to have a 
chance to finish our own ‘work of art’ in the manner of our own 
choosing. But we may need to free our older, rigid ways of thinking 
in order to satisfy the morality and values commonly held by our 
populace today. The immediacy of the task has been considerably 
highlighted in this generation by AIDS patients, all of whom may well 
face a distressing death, many of whom are well-educated and knowl- 
edgeable about the medical prognoses, and who, as a group, are 
extremely vocal about ascertaining and demanding their rights.” 
Demands for the right to die at the time and in the manner of one’s 
own choosing continue to fuel public debate in the area of medical 
decisions at the end of life.245 In such an atmosphere, finding solutions 
that will satisfy opposing factions can be far from easy.” Death is a very 
emotive subject, and the real question may not be about a right to die 
but, as Lord Donaldson said, about the ‘right to choose how to live’.27 
The argument is not advanced by inappropriate use of language, nor 
by allegiance to a particular philosophical doctrine. As Brody suggested: 


We cannot resolve these moral tensions by making one side of the tension 
disappear. Instead, we must learn to live with these tensions within a plu- 
ralistic society. This requires more reliance on negotiation, compromise, 
and practical reasoning, and less on abstract ethical theory.” 


History 


The phrase and idea of a living will first received serious attention in 
the late 1960s when Luis Kutner, in the Indiana Law Review, considered 
the case when a terminal patient had requested help in accelerating 
death. He observed, 


the current state of the law does not recognize the right of the victim to 
die if he so desires. He may be in a terminal state suffering from an 
incurable illness and literally forced to continue a life of pain and despair. 
Such a denial may well infringe on the individual's right of privacy.” 


Following the case of Karen Quinlan,”” California, in 1976, became 
the first state to pass legislation that directly addressed decision makin, 
on behalf of incompetent patients. The California Natural Death Act 
allowed individuals, in certain circumstances, to plan in advance for 
their treatment at the end of life. The idea was substantially developed 
in the United States in the case of Cruzan v. Director (1990),°? in which 
the 14th Amendment? was interpreted by the Supreme Court to imply 
that a competent person has a constitutionally protected liberty interest 
(rather than a fundamental right) in refusing unwanted medical 
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treatment. O’Connor J., in her concurrence, entrusted the task of crafting 
appropriate procedures for safeguarding incompetents' liberty interests 
to the ‘laboratory of the states’ in the first instance. 

The Patient Self-Determination Act (PSDA)*> went into effect in 
December 1991, and required health care providers (primarily hospitals, 
nursing homes and home health agencies) to give patients information 
about their rights to make advance directives under state law; the 
substance of the law governing advance directives is left to the states, 
The PSDA also requires care providers to have written institutional 
policies regarding advance directives and to document whether or 
not a patient has executed one. 

Most states now have living will legislation and/or proxy legisla- 
tion;© proxy legislation is largely based on, or similar to, the Uniform 
Power of Attorney Act (1982).3” Although every state has a durable 
power of attorney (DPA) law that permits persons to designate someone 
to make decisions for them if they become incapacitated, the current 
trend is for states to enact additional proxy laws that specifically deal 
with health care. The original DPA laws were enacted primarily to permit 
the agent to make financial decisions, whereas the new durable power 
of attorney for health care (DPAHC) specifically deals with health 
care. 

While ‘Advance planning fits well with dominant American values, 
such as individualism, self-reliance, and an active as opposed to a 
fatalistic outlook’,3? the fundamental ethical principles on which US 
laws are based are common to most Western countries and it is not 
surprising that legislation recognising one or both types of directive 
has also been enacted elsewhere. In Denmark, living wills are widely 
available and registered by law at the State University Hospital. In 
Canada, there is legislation in Nova Scotia,4! Quebec,” Manitoba and 
Ontario,“ with bills pending in other provinces. In Ontario, the Act had 
been preceded by the landmark case of Malette v. Shulman (1990),° in 
which the Court of Appeal had upheld a judgement giving a Jehovah's 
Witness damages, on the basis of assault, after a physician had proceede 
with a blood transfusion in spite of a card that had been found in the 
plaintiff's purse directing that she not be given a transfusion under any 
circumstances. Although avoiding the issue of living wills directly, the 

same court later upheld the principle in another case, saying, ‘A patient, 
in anticipation of circumstances wherein he or she may be unco- 
scious or otherwise incapacitated and thus unable to contemporaneously 
express his or her wishes about a particular form of medical treatment, 
may specify in advance his or her refusal to consent to the proposé 
treatment A doctor isnot ge to disregard such advance instru 
gency.46 Some provinces, however, such @° 


Saskatchewan, have no legislati Fess ivi 
; ’ gislation yet in pl er living 
wills.or proxy empowerments. yet in place concerning eith 


EEE : — - 


Advance Directives/Living Wills 183 


In Australia there is also statutory provision of some kind in South 
Australia, Victoria and Northern Territory.*” In the Netherlands, there 
was no legislation covering advance directives until the Act on the 
Medical Treatment of Patients*® (passed in 1994), although written 
requests have been viewed sympathetically before that in an environ- 
ment in which voluntary euthanasia has been tolerated within certain 
limits.” 

In England the present legal position may be drawn from a number 
of cases. In the case of Re T [1992],5° it was concluded that the woman 
in question, a Jehovah’s Witness refusing a blood transfusion, had 
been lulled into a false sense of security by the hospital staff and had 
been misinformed as to the availability and effect of alternatives. The 
judge concluded that her refusal did not extend to the situation as it 
had developed, and granted an order for the transfusion. This highlights 
the necessity for informed refusal, and suggests that a properly informed 
refusal would have been binding. 

In the case of Airedale NHS Trust v. Bland [1993],°! the patient in 
question was in persistent vegetative state (PVS) following the collapse 
of the Hillsborough Football Stadium and had not made anything that 
could be construed as an advance directive. However, the Court of 
Appeal and the House of Lords, in their asides, both commented on 
aspects of the binding nature of advance directives. Health care staff 
could not overrule patient decisions by claiming such decisions were 
irrational: ‘A medical practitioner must comply with clear instructions 
given by an adult of sound mind as to the treatment to be given or not 
given in certain circumstances, whether those instructions are rational 
or irrational’ 52 said Sir Thomas Bingham in the Court of Appeal. The 

Appeal Court also concluded that, if Tony Bland had made a living will 
covering non-treatment in the event of PVS, the doctors could not only 
lawfully comply but would be acting unlawfully if they did not. Lord 
Butler-Sloss said that all counsel agreed that the right to reject treatment 
extends to deciding not to accept treatment in the future by way of an 
advance directive or ‘living will’ 53 The Law Lords called for parlia- 
mentary clarification to avoid the necessity of leaving similar future 
decisions to the courts, and so the Select Committee on Medical Ethics 
was set up. 

Meanwhile the Law Commission, in its consultation paper on mentally 
incapacitated adults and decision making,” provisionally proposed, 
in accordance with what appeared to be the common law position, that 
a clearly established anticipatory decision should be as effective as the 
contemporaneous decision of the patient would be in the circum- 
stances to which it is applicable.*° In October 1993, however, the case 
of Re C5” seemed to clarify the issue incase law. A man who was a ane 
paranoid schizophrenic (known in the case simply as C’), had sought 
a court injunction restraining a hospital from amputating his gangrenous 
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leg, even though such refusal of treatment might result in his death, 
The court was asked to determine the effect of a purported advance 
directive as to the future medical treatment, and the court agreed that 
a draft could be drawn up so as to reflect injunctive or declaratory relief 
through such a directive. A secondary and interesting aspect of the case 
was that the Court decided that, although C was mentally impaired, 
he was not impaired in a way that prevented him from sufficiently 
understanding the nature, purpose and effects of the treatment he 
wished to refuse. ; 

Contrary to expectation, the Select Committee of the House of Lords 
failed to recommend statutory legislation to support even the power 
of those precisely worded advance directives which refuse specific 
medical treatments.°8 Since their report, much has been written about 
whether living wills are ‘binding’ in law in the United Kingdom;?- 
the crux seems to be that, although a carefully worded living will may 
be decisive evidence in court, the conditions laid down by Lord 
Donaldson in Re T® must first have been satisfied and, unless and until 
that is established in any particular case, living wills are persuasive and 
informative documents but lacking the full weight of the law at the time 
that they are needed. Their current position as strong guidance 
documents, pending further recommendations by the Law Commission, 
was also outlined in Parliament’s debate on the Select Committee’s 
report, and Lord Walton reiterated the Committee’s view that they 

‘should not be made legally binding’. 
In 1995, the Law Commission proposed a bill® that would clarify 
the legal status of advance directives. They recommended ‘that an 
“advance refusal of treatment” should be defined as a refusal made by 
a person aged eighteen or over with the necessary capacity of any 
medical, surgical or dental treatment or other procedure and intended 
to have effect at any subsequent time when he or she may be without 
capacity to give or refuse consent’. Validity is determined by capacity, 
not the document, and is presumed unless there is evidence to the 
contrary. If an advance refusal is present, other justifications for 
proceeding witha treatment cease if the refusal a plies to that treatment 
or procedure in the circumstances of the case. While rather narrow, 
iat sveshavingtinterpet case lw at evry um Auton 
when there is not this clear applicability requires 
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treating against a specific medical refusal or against ascertainable 
wishes, the doctor would be liable to an action in damages for batte 

patel secs us to examine the probable wording of such doclitieais 
and, having considered the question of the patient's right to make an 
advance directive and its present and potential effect in law, to ask to 
what extent such directives will assist the patient in achieving the type 
of death he or she desires to effectuate by such documents. First of i 
let us look at living will directives, in which the patient makes SH 
advance instruction addressed directly to the health care staff. After 
that, we will consider proxy directives. 


Living Wills: Pros and Cons 
On the plus side, living wills are considered to: 


1 reassure the patient who fears continued application of life- 
sustaining technology;”! 

2 protect patient autonomy by extending it into a future incompe- 
tent state;’2 : 

3 provide guidance and legal protection for doctors; 

4 reduce the emotional anguish to the patient's family members by 
relieving them of the obligation to make life-and-death decisions, 
or at least by assuring them that they are making the decision the 
patient would have wanted, 

5 stimulate the doctor-patient dialogue and relationship;”* 

6 seek to avoid ambiguity, by allowing the patient to express wishes 
in precise detail.” 


Arguments against living wills include the following: 


— 


sanctity of life considerations;”” i | 
2 the inflexibility of living wills or the difficulty of making an 
informed decision about a scenario that has yet to occur, and dif- 
ficulties of interpretation;”° or 
3 the possibility that the patient may change his or her min ‘ 
patients’ preferences are quite unstable, men carrying them forwar 
into incompetence is harder to justify); . pen 
4 the advent of new technology or treatments not envisaged by the 
living will;”8 MR ee 
5 the ee that legislation may restrict patients rights” (in 
United States, some states only allow patients who are terminally 
ill to complete a binding advance directive); 
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6 the danger that.a slippery slope may be precipitated by using 

advance directives as a justification to save health care resources 

or to bring undue influence to bear; 

the possibility that patients may not understand complex forms;81 

patients may be unable to understand treatments or to distinguish 

therapeutic from palliative procedures;"*_ | 

9 the possibility that legally executed directives may, in practice, be 

ignored;8?8 . 

10 the fact that too few people sign them, even in the presence of 
supportive legislation;®? . 

11 the fact that the document may not be easily available when 
needed;?!,?2 ea 

12 choices, even if informed and apparently in context, might in some 
cases be irrelevant to the patient's desired aim; __ 

13 living wills may perhaps be a shortsighted and inadequate or 
incomplete response to the question of whether death can, in some 
situations, be preferable to life. 


oo™Nl 


(the last two are less commonly listed, but I wish to propose them here 
as questions that need practical answers.) 

There may also be perceived barriers"? to completing living wills 
such as the following: 


inability to write (for example, from arthritis or illiteracy); 

a belief that a living will is unnecessary; 

a fatalistic attitude; 

a desire to leave the decision to doctors; 

uncertainty about preferences; 

a desire to discuss rather than document preferences or rely on 
previous discussions; 

a desire to wait until a crisis arises;%4 


a desire to avoid thinking about preferences or living wills; 
research by Stelter et al. in 1992 also identified lengthy or complex 


forms as possible barriers (supporting the work of earlier com- 
mentators);%6 


10 lack of availability of forms; 
11 lack of physician initiative ,97,98 
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f such documents into the area of medical 

ss Frimiaicd examine the pitfalls which appear to have been largely 

ane y ao By examining the weaknesses of such documents, future 
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Living Wills: the Type of Forms Used 


Simple v. Complex 


Legal documents require precision, and the attempt to achieve this by 
use of medical terminology has been seductively easy. Most people 
would like to decline useless treatment, but it is the grey areas that cause 
health care staff concern. Would the patient have wanted to trade some 
extra life for unpleasant treatment in cases where the term ‘recovery’ 
might be considered arguable or ambiguous - if it involved, say, lasting 
paralysis or partial dementia? 

Most trends are towards complex forms, rather than simple documents 
containing broad statements about avoiding heroic and useless 
treatment.”? Many critics!0°10? have noted that often advance directives 
are too vague to be adequate guides to the patient’s wishes. Phrases 
like ‘meaningful quality of life’ have been challenged in court as 
ambiguous.!°? This is perhaps the main factor that has led to what some 
commentators, including McLean, have described as the excessive 
medicalisation! of living will legislation. To have any legal weight, 
living wills must be fairly specific in what is being demanded by force 
of law. The British Medical Association has called for legislation to cater 
for therapy-specific directives.’ A greater physician response to 
therapy-specific than to general-statement living wills has also been 
reported.!06 The medical model, with a spiralling glossary of termi- 
nology, seems a convenient language, but, as I hope to demonstrate, 
this in itself can generate very considerable problems. 


Medical Models and Shortcomings 


The Lords’ Select Committee opined that ‘it could well be impossible 
to give advance directives in general greater legal force without 
depriving patients of the benefit of the doctor's professional expertise’.1°” 
One can, however, argue that this is a problem that needs to be tackled 
rather than giving up the ghost on legislation to protect patient 
autonomy. Most living wills give a list of specific medical situations 
and a list of specific medical scenarios in which these treatments are 
to be withheld. Given the infinite range of medical situations which 
could arise, there is no possibility of making such lists and their inter- 
actions exhaustive. The situation can therefore occur where a form of 
treatment prohibited by the living will, although extending the patient's 
life, would have enabled the patient to experience a more peaceful dying 
than simple non-treatment might bring about. 108 In such cases, this 
would be the opposite of the effect desired at the time of making the 
living will. Under present law, the living will in these circumstances 
could be overruled as ‘not applicable in the circumstances ~ if the patient 
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is i jugation of patient autonomy in f 

was ey ee dail te etient visless than lucky, the cee 
dn fctlowed to the letter. With or without supportive legislation, 
the medicalisation of the living will may, in sieving: Teverse the 
real intent, which was to protect the autonomy of the patient in choosin 
a peaceful death. Most living wills, including those drafted by to 
lawyers, legislators and right-to-die societies, do not make allowance 
for this. Listing specific interventions in advance may Not necessarily 
enhance self-determination or reduce uncertainty in the decision 
making. As expressed by Brett, ‘the intervention-focussed directive rung 
the risk of promoting the selection or rejection of interventions because 
of their inherent characteristics, rather than as appropriate Means to 
the ends that the patient would have wanted’. Sn 

The trend is overwhelmingly towards this greater medicalisation of 
living wills, however. Living wills in America often run to several 
pages, with complex grids to refuse various treatments in various 
medical situations. This type of document is easier legally to enforce 
than generalised statements, and the trend continues. 


Minimising the Shortcomings 


One option is to embody careful legal phrasing in the living will to 
anticipate such possibilities as those just described. An example can 
be seen in the living will of the National Agency for Welfare and Health 
in Finland.” After the schedule which lists treatments refused and in 
what circumstances, it adds two qualifiers: it says, ‘However, modes 
of treatment mentioned above may be applied for elimination or alle- 
viation of serious symptoms’. Then it says, “Giving intensive care to 
me is to be allowed only on the condition that reliable reasons for the 
possibility that this kind of treatment will have a result better than a 
merely short prolongation of life’. It thus provides escape clauses sO that, 
if literal adherence to the living will and refusal of treatments mentione 
therein would result in increased suffering, such adherence is overruled. 
Another option is to supplement or teplace the medicalised living 
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of information relies partly on the patient asking enough questions, and 
the involvement of the doctor at this stage is potentially beneficial in 
showing that anticipatory decisions are clearly established. This idea 
is also touched on in the Terrence Higgins Trust document, which has 
an optional box to indicate that the form has been discussed with a 
doctor.!!2 While most legislation assumes that, in the absence of evidence 
to the contrary, a living will should be deemed valid and signed with 
full understanding, this does not go very far to meet the objection of 
ossible abuse through coercion. Competence might also be increased 
and better established by use of accompanying vignettes to explain the 
medical situations to which the living will pertains. Further witnessing 
provisions have been considered by the Law Commission." 


Layout 


Legally binding forms for use by lay people should be well designed, 
clear and straightforward. As Lord Donaldson said in the case of Re T 
(commenting on standard forms currently in use for refusal to accept 
ablood transfusion), the declaration by the patient of his decision with 
the full appreciation of the possible consequences should be ‘emphasized 
by a different and larger typeface, by underlining, the employment of 
colour print or otherwise’. 4 Most attempts at living will documenta- 
tion so far have been notable for their blandness, almost as if they were 
designed for lawyers and academics rather than lay members of the 

community who might have ailing health and poor eyesight. An 

exception has been the Terrence Higgins Trust form, which, although 

ithas the drawback of being a lengthy and bulky document for inclusion 

in a person’s medical records, nevertheless is notable for its imagina- 

tive use of the factors just mentioned. 


Explanatory Language 


Eloquent arguments for the use of the living will as a starting point for 
patient-doctor dialogue and understanding, as advanced by the BMA 
or by Nancy King in her excellent book, Making Sense of Advance 
Directives,"5 fall short when we consider that, in Britain’s hard-pressed 
health service, the doctor may barely have the time to explain current 
medication, much less sit and explain as yet non-existent diseases, 
prognoses and life-saving treatments. It would seem that explanations 
as well as safeguards should be built into the living will paperwork 
itself, as has been done with a number of Canadian documents. 
Some documents include descriptions of various medical states referred 
to in the document. Brett, on the other hand, considers that most of the 
problems of living wills could be solved by encouraging greater use 
of proxies,!” but this approach, as will be demonstrated below, has its 
Own problems. 
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Some Very Helpful and Very Unhelpful Refinements 


The multiplicity of variations in living will documents raises questi 
of appropriate and inappropriate refinements. A Dutch pe a 
has a customisable section where the declarant can specify hig ae 
attitude by adding a personalised paragraph (sample paragra . her 
° ° ‘ : : Sa 
included in the guidance notes). This falls midway between sie 
icalised graph and the ‘values history’ which will be examined oe 
Pregnancy waivers,"!9 indicating whether or nota refusal of ie eek 
shall be overruled in the event that the incapacitated Beonn a 
currently pregnant, may be very helpful if the decane 
child-bearing age, but might invoke further problems unless th : 
were prior statutory clarification.!2° There may also be a good rati ies 
for specific illness modifications.!2! Refinements which h ae 
subjected to much criticism include combining organ donor sited sien 
on the same form.!?2 Similar complications could arise wh ae tie 
at made to calles several purposes in one document ere 
enious legal refi wae 
living will)23 for are Lise SRR fi ieee tet 
de ah ‘adopted as holograph’ instead of Mae persia co 
viding prima faci Y 
edagaal AS Was eee Alcina: Aa Praha cia wil and relieving the 
open to challenge than if it had be Wvitres an ne 
In addition to absolving the health c egece an the normal way. 
relation to following the living will’s i ta paws civil liability in 
an element of polite gratitude. The Tap: uctions, some directives add 
says ‘I express my heartfelt thanks to il those ey or 
realise my requests’. If we consid rs ose concerned who faithfully 
asked for such an emotionally d cts amount of cooperation being 
doctor-patient relationship fe diem: Et menced tore” 
include the willingness of the see Ing to be achieved at all (this may 
document) and the difficul ae ee consider fully the text of the 
enforceable, perhaps the al of framing a law that would be readily 
orporation of such etiquette should not be 
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Scottish Proxy Provisions 


Generally speaking in the United Kingdom, family members have no 
authority to make decisions for the incompetent patient. Although 
there are legal mechanisms to protect the property of the incapacitated 
person, there is no equivalent, for instance, to the US durable power 
of attorney for health care, whereby a third party can be authorised to 
make medical decisions on the patient's behalf. The agency which a 
person may create for the management of his or her affairs under the 
Powers of Attorney Act 1971 terminates upon the incompetence of the 
declarant, and provisions under the Enduring Powers of Attorney Act 
1985 are basically for handling the financial affairs of the incapacitated 
person and itis unlikely that any court would extend these to handling 
refusal of treatment decisions.! One option (though perhaps not the 
best one) would be simply to extend such Acts to include provisions 
allowing an authorised proxy to make refusal of treatment decisions. 
The advance directive formerly issued by the Voluntary Euthanasia 
Society of Scotland made a proxy provision by way of tutor dative, in 
a form designed by Dr McCall-Smith of the Law Faculty of Edinburgh. 
In Scotland (though not in England) there is a convoluted mechanism 
whereby a person can nominate a third party, and an application can 
be made to the Court of Session for that person to be accorded the 
authority of a tutor dative.!6 There is a case of this vehicle being used 
to consent to the treatment of an incapacitated person,!*” butnone where 
it has yet been used to refuse treatment. It could be argued that the 
powers of the tutor dative, while extending to a protection of the 
patient’s best interests, could be challenged if a substituted judgement 
decision involving refusal of treatment seemed against the ‘interests’ 
of that patient. It may cause initial difficulties as this is an uncommon 
use of the powers of tutor dative and confusing to many lawyers. 
Furthermore, if the authority of the tutor dative is challenged it could 
prove a costly business. 


Unauthorised Surrogates 


In many cases the next of kin may be called for permission anyway, 
but this does not necessarily reflect the patient’s wishes and has little 
foundation in law. As Lord Donaldson said in Re T: 


There seems to be a view in the medical profession that in emergency cir- 
cumstances the next of kin should be asked to consent on behalf of the 
patient and that, if possible, treatment should be postponed until that 
consent has been obtained. This is a misconception because the next of 
kin has no legal right either to consent or to refuse consent. This is not 
to say that it is an undesirable practice if the interests of the patient will 
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not be adversely affected by any consequential delay. I say this ... becaus 
contact with a next of kin may reveal that the patient has made an sie 
patory choice which, if clearly established and applicable in the 
circumstances ... would bind the practitioner.!8 


One should perhaps note in passing that there are cases where 
treatment should definitely not be postponed merely to ask the next 
of kin, especially when there is no reason to believe that an advance 
refusal has been made. When a person has been diagnosed defini- 
tively as being in a persistent vegetative state, then further treatment 
is medically futile; but in the initial stages, when recovery (or partial 
recovery) may still be possible, immediate and aggressive treatment 
is indicated until the prognosis is more certain’7” - unless there has been 
a clear advance refusal. Advance directives, it could be argued, might 
be useful in these initial stages, as an indication of whether the patient 
would want to risk partial recovery. In the latter states of PVS, when 
recovery is no longer conceivable, guidelines for the discontinuation 
of futile medical treatment might be more appropriate than reliance 
on advance statements. 


Trends Towards Proxy Legislation 


There have been many proposals’*? favouring the introduction of 
proxy legislation; the trend in the United States is also towards increasing 
use of proxy legislation with the living will as the guidance-only 
vehicle.13! The idea is an attractive one. It relieves the health care staff 

of any difficulties of interpreting a written document by enabling them 
to consult the proxy directly. It appeals to many patients who woul 
rather trust the decision of a close relative or friend than attempt to posit 
complex advance medical instructions. Some parts of the United States 
and Australia use proxy legislation without any living will legislation. 
In Canada, Nova Scotia!8? and Quebec! have legislation permitting 
the use of proxy directives alone. 


Basis and Theory of Proxy Decisions 


Proxy decisions rely on a ‘substituted judgement’ standard. Lord Goff 
in Airedale NHS v. Bland'** did not accept that the substituted judgemen* 
test is part of the law of England. It has been defined by Brett, for instance: 


The substituted judgement standard asks the surrogate to make the decision 
that the patient would have made in the particular situation. This standar 

is limited by the fact that the surrogate must know something about the 
patient’s preferences, as expressed when the patient's decision-making 
capacity was intact. On the other hand, the best interests standard 15 


— 
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saa eae pete ne preferences were unknown. This standard 
y ’ ot apply to the patient’s preferen 

ces. Instead it seeks 
the surrogate to choose the course of action that promotes the patient’s 


interests according to a more impersonal 
standard (e.¢. 
reasonable persons would choose), !95 (e.g. that which most 


This standard may not necessarily result in the same decision that a 
‘reasonable’ body of medical opinion would have made; the latter 
decision-making process, sometimes known as the ‘Bolam’ test,!°6 
being one that, although heavily criticised,” is much used. A further 
problem is that the standards themselves are not always clearly defined. 
A more elaborate procedure based on a set of three tests was developed 
in the landmark case of In re Conroy.'°8 This involved looking for 
unequivocal evidence of the patient’s wishes in the first instance, 
failing which good evidence of such would be acceptable to withhold 
treatment if burdens of treatment outweighed benefits; finally, if there 
was no evidence at all of the patient's wishes, then treatment could be 
withheld if continuing with it would be inhumane. 


, Pros and Cons of Proxies 


Briefly, the advantages of proxy documents are considered to be the 
following: 


1 flexibility (unlike living wills), and the ability of the proxy to make 
contemporaneous decisions suited to changing circumstances, 

2 they may be more accessible than a living will document, which might 
be held at another location; 

3 several studies have shown that proxy delegation tends to be 
preferred by patients;?"° . 

4 the physical presence of an authorised proxy may be simpler for 
health care staff than written living will documents; 

5 whereas a living will can stimulate doctor-patient dialogue, Annas 
suggests that designating a proxy ‘gives us all the opportunity to 


confront our mortality and to determine who among out friends and 
relatives we want to make treatment decis 


ions on our behalf when 
1141 
we are unable to make them ourselves . 


Arguments against proxy documents include the following: 

1 some people, especiall elderly patients, may not have persons 
they aa nak to oe or may have difficulty enone’ a oo 

2 proxies may be ignored: as one critical care nurse pul iv agent 
must act as a ‘bodyguard’; the bottom line may estha efi 
strangers — the medical personnel who happen to be on duty 
critical time — will make the crucial choices; 
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3 proxies may not be emotionally Saewenee Out a patieny 
wishes. One commentator conc u ed: “of the proxies who d 
manage accurately to judge patients’ wishes, less than two-thirds 
will be emotionally capable to carrying them out’. Relatives ma 
‘answer with the fatal words, “Do everything,” because they translate 
the question as a challenge to prove their love for and fidelity to this 

on’;!4 

4 fe seriously, several studies have demonstrated, by Presenting 
vignettes to pairs of proxies and patients, that, although proxies and 
patients are confident that they understand each other, proxies ma 
fare no better, or even worse than average, in predicting patient's 
wishes in particular situations.!4” Results have approached statis. 
tical significance!“® and cannot lightly be ignored. Emanuel, 1 
combining data from various published researches, concluded that 
‘living wills and other written instructional directives can be relied 
on to represent a patient’s wishes accurately, under good circum- 
stances, in 46 to 84 per cent of decisions’. There might be different 
views on how acceptable or unacceptable such percentages are. 
This practical observation is, I believe, the major flaw to the attrac- 
tiveness of the proxy option. Physicians fare little better at predicting 
patients’ wishes, as demonstrated in a number of studies.!©9 Where 
patients have completed both a living will and a proxy document, 
slightly better results may be observed.!5! But, unlike living wills 


prima facie, proxy directives leave room for ambiguity as to the 
patient’s true wishes. 


As there is a greater tendency for proxy delegation to be imple- 
mented, serious consideration needs to be given to overcoming this last 
problem.'*? One way might be by the use of vignettes attested to by 
pan patient and proxy to ensure effective communication. This will 
be examined further under alternative approaches. In California, 
fd rviews between the patient and a trained counsellor are sometimes 
Mein and then used by the patient to introduce responsible dialogue 
i wi a ~ While this seems to have a good effect, it would be 
an im ee for mass application. Tomlinson!4 demonstra’ 
eae he 4 performance if Proxies were reminded that they We 
hence uh they believe the elderly person would want : 
avain or merely rn et® Showing that this simple measure was" 

merely symbolic measure. However, Hare et al.) still foun 


agreement in on] 
y 70 per cent . ere aske 
to base treatment q : of cases, even when proxies W 


Criti ,_ “€cisions on this substituted judgement test. 
eae sin Self determination’ basis of advance directives ane 

e financial well-bei AS gatPitically obvious why interests in pe 
Should be said eng Of one’s family, bodily integrity, and s0 ; 
‘0 survive and be applicable to a person who either ® 
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longer exists or cannot cognize and presently appreciate these values’ 
one could instead favour interpreting advance directives as embodiments 
of acts of will rather than as evidence of preferences, in order that the 
advance directive will, in fact, be employed and given a substantial role 
in decision making. Whatever the philosophical arguments, it is easy 
to see that justification for following the advance wishes, even through 
a fallible proxy, could be reassuring to the declarant;!>’ and even if the 
proxy will make an erroneous decision in attempting to apply a sub- 
stituted judgement, the declarant has had the comfort of knowing that 


he or she chose the person who would make that decision, rather than 
leaving it up to a stranger. 8 


Other Approaches 


Given that living wills and proxy vehicles have so many shortcomings, 
are there other viable options? Or should we concentrate on overcoming 
the limitations? Without mutely accepting or rejecting advance directives 


so far, it might be of benefit to consider other approaches. We will briefly 
look at the following: 


combined use of living will and proxy documents, 

use of vignettes to educate patients, their proxies and health care 
staff, and also to improve mutual understanding; 

reassessment of the area of decision making; 

use of a values history; 

greater reliance on doctor-patient dialogue; 

comprehensive legislation for choices in dying; 

redefining death; 

use of ethics committees; 

continuous updating of medical records. 


Nr 


0 CONT D OF > WwW 


Combined Use of Living Will and Proxy Documents 


Combined living will and proxy legislation seem to offer some hope. 
Research by Mower concluded that ‘Therapy-specific ADs with a 
designated proxy, coupled with patient-physician discussions, furnish 
the most reliable medical ADs’.!%? This is not to suggest that they 
should necessarily be on the same document. A proxy’s authority 
might be undermined by living will instructions Opes to different 
interpretations than the one accorded by the proxy. 


Use of Vignettes 


In the medical model already considered, effective Subgenre 
can be hampered at several levels. The patient first translates his or her 


a -aacketed, often to the point of jargon. In the event that this type of a 


96 Contemporary Issues 1N LAW, IVLEULIneE Unu CINICS 

1 Bate ik 

| refusals of medical interventions that are to be f 
dical conditions. Largely for medical accurac 
of legal effectiveness, the terminology is then fy 


- wants into 
certain me 
framework 


188ereq b 
Y Within f 
ait. 
“directive is triggered it may be effective, or it may be rejected rane 
comitant medical or legal factors. In some cases there may be soa 
- antagonism, but in other cases there may be a medical ang legal pate 
- ficence that is simply unsure how to proceed, the ethicg] questi as 
having been obscured beneath the medical model. When the advane 
directive misses its mark, it may prove impossible to reconstruct os 
the declarant's true intentions would have been for the Situation a 
has arisen. In contrast, vignettes can be used to express the patient 
values to the health care team or proxy, or to convey information j, 
the patient about the patient’s potential situation and options, Without 


rthey Str 


'\ resorting to technical jargon. This need not mean slipping into gener- 


__ alities: in fact it can be linked to the question of trying to select the area 
of decision making more effectively. — 
Hare used vignettes to test patient-proxy agreement,!5! whils, 
_ Ouslander, after using a story-book format to convey the pros and cons 
_ of tube feeding, concluded that ‘Advance-directive discussions about 
_ enteral tube feeding and other health care decisions, using under- 
standable hypothetical clinical vignettes that describe risks and benefits 
that might influence decisions, should. be encouraged in the practice 
of geriatric medicine’ .!®? He observes that vignettes may be ‘useful not 
only in research and clinical care, but in teaching medical and other 
health care professional students how to use advance directives in 
Practice ee OSU 
The format and construction of vignettes may have its own particular 

problems, such as appropriate pitching of the reading level, taking into 
consideration such factors as whether the patient is healthy or sick, of 
ead wording is in the patient’s own first language. These problems 
st cae insurmountable and, if the scope of vignettes is not exag” 
tagh es fy a Prove. to be an increasingly useful communication 
7 al ateas that have (quite incorrectly) been considered ‘medical’. 


Reassessment of the Area of Decision Making 


4 HN 
uslander et al. have addressed a very practical consideration: 


For idly ; it 

a Bastin increasing number of people who will live into er 

certain types of te degree of cognitive and/or physical impai™ sed 

advance direct; €cisions are probably more important to address in 4 ‘ 
sve than others, Decisions about cardiopulmonary Stes 


citati 
10n (CPR) among the old and frail geriatric population, especially = 
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nursing homes, may be viewed as moot because of the abysmal survival 
rate of [sic] CPR in this population. Decisions about aiteral feeding, on 
the other hand, may be critical because more and more people are living 
to an age when self-feeding becomes problematic. 164 


Various types of tube feeding all confer considerable benefits and 
burdens, and decisions about their acceptability bear little uniformity 
with the patient population. There is possibly a greater need for advance 
decision making on such treatments than there is for the relatively uncon- 
troversial decisions which involve refusal of most interventions in the 
event of terminal illness, severe dementia or irreversible coma. On a 
similar note, Gillick!© and fellow researchers found that functional 
dependence or, in healthy subjects, even age alone, were strong pred- 
icators of varied refusal patterns and suggested that both clinical 
practice and research in the field of advance directives should seek to 
define the goals of medical care for such circumstances. 


Values History 


A value-based directive, sometimes called a values history, may be easier 
to complete as it does not require knowledge of health problems or 
medical treatments. It allows the patient to delineate varying qualities 
of life situation that he or she would or would not consider acceptable. 
Schneiderman et al.’s study concluded that ‘The brief general instruc- 
tion component of the California DPAHC [durable power of attorney 
for health care] is not helpful in communicating patient wishes regarding 
specific life-saving procedures’.'©° Further examining the usefulness 
of various types of documents to patients, they observed that 


asking them to complete a checklist of procedures may direct attention 
away from more important issues of values and goals. Nothing, of course, 
can substitute for thoughtful, timely, and, perhaps, repeated discussions 
recorded in detail in the patient’s medical record Unfortunately, the 
reality of medical practice makes it likely that such information will be 
overlooked ... we suggest that advance directive instruments should be 
developed that enable patients to express their wishes in terms of quality 
The rationale is that patients are 
fully capable of knowing and ex ressing their wishes with respect to 
coniaets under which ane eould prefer not to be kept alive and that 
physicians, through their training and experience, are best able to 
understand which treatments (or lack of treatments) best meet their 


patients’ wishes. 1/8 


Overmedicalisation by way ofa therapy-specific directive eae ee 
of the problem, and can result in the goals being mistaken or fe 
means. A values history relies on partnership: as Battin says, 
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patients do not have enough medical knowledge to foresee the con. 
sequences of refusing treatment on a selective basis; it is this that the 
physician must supply’."” 

Dickens finds non-medicalised statements a way out of the simple 
v. complex dilemma of living will drafting: 3 


[There are] serious questions about the value of executing directives that 
specify great detail. Indeed, the more detailed an advance directive is, 
the more likely it is to vary from events that actually occur. It may be of 
more value for individuals to express themselves in their own terms, not 
in the medical jargon that health professionals use to write documents, 
and to address their personal goals, hopes and fears.!7? 


A combined medical directive and values history has been suggested 
by some authors: 


Value-based directives may be easier for patients to complete, because 
they do not require a knowledge of health problems or medical treatments, 
However, preference-based directives may be easier for health care pro- 
fessionals to interpret and implement, because they provide more explicit 
directions regarding treatment. It is difficult to know how to balance these 
conflicting goals. Since values and preferences represent fundamentally 
different, but complementary, approaches, instruction directives should 
contain both these components.!”1 


There is reason to agree with Schneiderman et al. that the values history 
may more accurately reflect patients’ understanding and wishes; it could 
be a valuable guidance vehicle for proxies, but, without clarification 
of the law,!” it seems it could also be lacking in legal force, being 
subject to interpretation by the health care staff, and the vagaries of 
acceptance and non-acceptance. Nevertheless, it would seem there 
should be considerable room for development of the values history, 
perhaps as a corollary to the advance directive.173 


Reliance on Doctor-Patient Dialogue 


This was the mainstream BMA view!74 for a while, although it may be 
changing now. Many medical commentators have urged that living wills 
should be advisory only,!75 or not subject to legal sanctions, without 
constitutional status,!76 or that their main use is to stimulate dialogue 


tween doctor and pati is seems to avol 
the need for crucially accurate draftin Dene Wie 


, as has already been indicated doctors are not as 
good as they think they ar see iri e- 
rb Bauer aut me a © at knowing the wishes of their incomp 


aint ; ‘Oes not negate the importance of the 
Coctor-patient relationship,” and perhaps care should be taken in 
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drafting documents so as not to undermin 

eater use of non-confrontational formats, as evidenced by the Japanese 
or Terrence Higgins Trust documents.!”? The importance of language 
and choice of non-controversial terminology has been demonstrated 
both by semantic analysis'®° and by empirical study. !81 


e it. This could be done by 


Comprehensive Legislation for Choices in Dying 


According to many commentators, living will legislation alone is a poor 
second best, brought about by failure to answer the underlying question 
of whether death can be preferable to life, which, of course, leads to 
the question of whether it is permissible to actively seek death. This is 
something that I would tend to favour personally. A comprehensive 
structural reform such as the Model Aid In Dying Act!®? could introduce 
permissive legislation to allow active euthanasia or physician-assisted 
suicide when applications met suitable criteria that had been developed 
from a comprehensive ethical framework. Advance directives and 
values histories could be supportive vehicles within such legislation. 

At present, refusal or acceptance of treatment are the only options open 

to a patient experiencing intractable suffering. Instead of asking whether 
the patient may validly want and expect death as a preferable alter- 

native to continued life, non-treatment offers only a hypocritical 

response to medical failure.!*° This puts unrealistic pressures on advance 

directives as a vehicle for patient autonomy. 

Suggestions of legislation or reform that would, under exceptional 
circumstances, allow assisted suicide or voluntary euthanasia evoke 
even more heated debate, however.!*4 Given Parliament’s reluctance 
to take a composite approach, some reformers may well wish to con- 
centrate on the area of advance directives, where results seem more 
readily achievable. 


Redefining Death 
In Auckland AHB v. Attorney General, Thomas J. suggested: 


Whether or not ever-advancing technology and the maturity of thought 
which may be no more than the product of the passage of time will lead 
toa further revision of the moment when a person can be accounted dead 
is an open issue. That is as it should be. It will ultimately be ie i 
medical profession, sensitive to the values of the earireiet tet nas 

to the requirements of the law, to decide whether the irretrievab e - c- 
tion of nerve tissues which are imperative to breathing and jee ea = 
are the ‘tissues’ which constitute the brain stem, require the definition o 


death to be revised.1® 
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The fairly modern concept of ‘brain death’!® is not unj 


V 
was developed to allow for modern technology. As Maso ersal, byt 


n Says, 


The standard medical definition of death is a permanent state of tissy 

anoxia and this is predetermined by the irreversible cessation of the a. 
diopulmonary system. In fact, in natural circumstances and provided you 
are watching the person, the moment of somatic death is very clear 

Brain death follows inevitably from this and, in 99.9 per cent of cases, irre. 
versible and complete failure of all the cerebral functions can be assumed 
— you do not test for brain death following natural death. The concept of 
brain death is necessary ony when a permanent state of tissue anoxia is 
being prevented artificially.!°” 


Mason points out that to ventilate someone who is brain dead is to 
‘oxygenate a cadaver’.!®* If the definition of death evolves to encompass 
patients such as Tony Bland or Nancy Cruzan, for whom tests had shown 
there was no brain tissue left that could conceivably restore cognition, 
then some situations, particularly less controversial ones, would no 
longer require a vehicle such as the advance directive for treatment to 
be stopped. 


Use of Ethics Committees 


Favoured by many commentators as a practical option to avoid going 
to the courts, use of ethics committees has been heavily criticised as 
being less satisfactory in practice, unable to reflect the wishes of patients 
and difficult to implement fairly.!®? A review of available literature 
highlights problems of how to reduce the liability of individual 
committee members by maintaining secrecy of records and other 
measures, which are more oriented towards health care staff than to 
patients.’”? Although fall-back positions are undoubtedly require 

(when, for instance, no advance directives have been made), there 


may be more equitable Steps to consider before the implementation of 
ethics committee powers.192 


Continuous Updating of Records 


Favoured by at least one hospice,!93 whose patients’ prognoses are com 
paratively well known asa group, both to themselves and their health 
care staff, a day-to-day updating of medical records to indicate patients 
individual wishes about particular treatments could, in limited cit 
cumstances, perhaps avoid the need for advance directives. 
Unfortunately, this is largely applicable only to certain gt oups © 


patients, rather than to patients generally, and needsa particular inst 
tutional policy. 
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Concluding Remarks 


cluding, I think L irly j tal tp 
ip con cing g Oewy expressed a fairly impartial view when 


On the whole, advance directives ... by producing some order ina legally chaotic 
situation, give some legal protection to physicians and hospitals Givin such 
protection, if the shield of protection is used wisely and responsibly aN Me 
ethically good thing. It may, on the one hand, encourage physician eaciee at 
tion and enable patient choice; but, on the other hand, the protection given by 
this law may be used by institutions and physicians to distance themselves all 
too easily from a particular patient's particular situation by taking refuge in a 
generic rule. Medicine does not want to throw out the baby of genuine and 
ethical caring with the bathwater of physician paternalism.!%4 


But I would suggest to Loewy that the conceptual weaknesses of 
advance directives limit their usefulness. Incremental reforms such as 
advance directive legislation and improved documents may do some 
good, but until the challenge of a comprehensive approach to death, 
dying, letting die and assisting death can be developed, any system of 
advance directives may be biased, weighted towards those that can 
benefit from them, and fraught with difficulties needing much appli- 
cation to resolve successfully. 
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fessional opinion which might adopt a different technique’. 

137 Airedale Trust NHS v. Bland, above, note 51; at 895, Lord Musthill says, ‘I venture 
to feel some reservations about the application of the principle of civil liability 
in negligence laid down in Bolam v. Friern Hospital Management Committee [1957] 
I WLR 582 to decisions on “best interest” in a field dominated by the criminal 
law. I accept without difficulty that this principle applies to the ascertainment of 
the medical raw material such as diagnosis, prognosis and appraisal of the 
patient’s cognitive functions. Beyond this point, however, it may be said that the 
declaration is ethical, not medical, and that there is no reason in logic why on 
such a decision the opinions of doctors should be decisive.’ 

138 In re Conroy, 98 NJ 321, 486 A2d 1209 (1985). The tests are elaborated on more 
fully in Giesen, above, note 6, and an excellent comparison of the relevant tests 
is made in J. Crowley, ‘To Be or Not to Be: Examining the Right to Die’, Journal 
of Legislation of Notre Dame Law School, 18(2) (1992), 347-55. 

139 High, above, note 98, at 348: ‘The data suggest that serious attention needs to be 
given to understanding elderly people’s overwhelming preference for family 
surrogates.’ 

140 Sam and Singer, above, note 93. 

141 Annas, above, note 29, p. 1213. 

142 J. Roe, M. Goldstein, K. Massy and D. Pascoe, ‘Durable Power of Attorney for 
Health Care: A Survey of Senior Center Participants’, Archives of Internal Medicine, 
152 (1992), 292: ‘the most frequent reasons for not executing a durable power of 
attorney for health care were: lack of awareness of the form, procrastination, and 
difficulty choosing a proxy’. 

143 Logue, above, note 39, at p- 163. 

144 Ibid., at p. 165. 

145 Emanuel and Emanuel, above, note 91. 

146 J. Bresnahan, ‘Medical Futility or the Denial of Death?’, Cambridge Quarterly of 

Healthcare Ethics, 2 (1993), 215. 

147 J. Lynne and J. Teno, ‘After the Patient Self-Determination Act - The Need for 
Empirical Research on Formal Advance Directives’, Hastings Center Report 
(Jan.—Feb. 1993) p. 21: A flurry of articles has documented that surrogates (next 
of kin, usually).err substantially in predicting patient preferences.’ For a similar 
Overview, see E. Emanuel and L. Emanuel, ‘Proxy Decision Making for Incompetent 
Patients — An Ethical and Empirical Analysis’, Journal of the American Medical 
Association, 267(15) (1992), 2067-71. 

148 Zweibel and Cassel, above, note 89. 

Emanuel and Emanuel, above, note 91, at p. 7 

150 J. Ouslander, A. Tymchuk and B. Rahbar, ‘Health Care Decisions Among Elderly 
Long-term Care Residents and their Potential Proxies’, Archives of Internal Medicine, 
149 (1989), 1367-72. Also A. Seckler, D. Meier, M. Mulvihill et al., ‘Substituted 
udgement: How Accurate Are Proxy Predictions?’, Annals of Internal Medicine, 
115(2) (1991), 92: ‘Although patients predicted that both their physicians (90%) 
and family members (87%) would accurately predict their wishes, neither family 
Members nor physicians, in fact, were able to accurately predict patients wishes ; 
and at 95: physicians did no better than chance alone in predicting the wishes of 

5 their patients’. 

Weibel and Cassel, above, note 89. 
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e Law Commission recommend a ‘Continuing Power of Attorney’ (above, 
6 Part VII), but pay scant attention to any inability of the donee to make dea 
‘in the best interests’ of the donor. A simple modification could have Called fo, 
consideration of some form of values history document as an indication that the 
donee had some guiding information on the best interests of the donor. 
Hemlock of Northern California operates this scheme. 
T. Tomlinson, K. Howe, M. Notman and D. Rossmiller, ‘An Empirical Study of 
Proxy Consent for Elderly Persons’, Gerontologist, 30(1) (1990), 54-64. 
|. Hare, C. Pratt and C. Nelson, ‘Agreement between Patients and Their Self-Selecteg 
Surrogates on Difficult Medical Decisions’, Archives of Internal Medicine, 159 
(1992), 1049-54. 
M. Kuczewski, ‘Whose Will is it Anyway? A Discussion of Advance Directives 
Personal Identity, and Consensus in Medical Ethics’, Bioethics, 8(1) (1994), 37, and 
generally for a number of philosophical constructs relating to questions of 
autonomy and future incompetence. 3 . 
H. Kuhse, The Sanctity of Life Doctrine in Medicine — A Critique, Oxford, Clarendon 
Press, 1987, pp. 218-19. 
J. Menikoff, ‘Beyond Advance Directives - Health Care Surrogate Laws’, New 
England Journal of Medicine, 327(16) (1992), 1165-6. Some options involving giving 
legal authority to the highest person on a statutory list of relatives, providing a 
back-up in the absence of a nominated proxy, are developed for instance in 
Alberta Law Reform Institute, Advance Directives and Substitute Decision-Making 
in Personal Health Care, Report for Discussion No. 11, Edmonton, Alberta, 1991, pp. 
1 and 39-42. See Loewy, below, note 194, at 1975, for a contrary viewpoint. 
Mower, above, note 106, at 381. 
Kaplan, above, note 87, at 4. 
Hare et al., above, note 155, at 1051. 
J. Ouslander, A. Tymchuk and M. Krynski, ‘Decisions about Enteral Tube Feeding 
among the Elderly’, Journal of the American Geriatrics Society, 41 (1993), 70. The idea 
is further developed in M. Krynski, A. Tymchuk and J. Ouslander, ‘How Informed 
Can Consent Be? New Light on Comprehension Among Elderly People Making 
Decisions About Enteral Tube Feeding’, Gerontologist, 34(1) (1994), 36. 
Ouslander et al., above, note 162, at 7. 
Ibid. at 73. 


Gillick et al., above, note 82, at 2547. 


L. Schneiderman, R. Pearlman, R. Kaplan, J. Anderson and E. Rosenberg, 
Relationship of General Advance Directive Instructions To Specific Life-Sustaining 
Treatment Preferences in Patients with Serious Illness’, Archives of Internal Medicine, 
ne C ea oi 14. This paper also includes an excellent example of a values history, 
eg urable Power of Attorney from Seattle Veterans Affairs Medical Center, 

niversity of Washington. Further use of non-medicalised hypothetical scenatio 
aan is found in M. Lee and L. Ganzini, ‘The Effect of Recovery From 
7 Libeaer on Preferences for Life-Sustaining Therapy in Older Patients’, Journa 
with a ee (1994), M16 and M21. For a very extensive values history, 
Wala a : reg Scope, see P. Lambert, J. Gibson and P. Nathanson, ‘The 
Medicine & Health Care, 18(3) (1990), ae ee eae ce 


approach has been tried at Milestone House Hospice 
for patients with AIDS. 


169 Battin, above, statis ¢ above, note 166, at 2120. 


96, at pp. 15-1 d 

D.P ; PP. 15-16. See also J. Roe, M. in, J. Massey 2° 
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checklist; the latter may indicate preferences that change with slight changes in 
the medical situation,’ But note N. Christakis and D. Asch, ‘Biases in How 
Physicians Choose to Withdraw Life Support’, Lancet, 342 (1993), 645: ‘Should, 
therefore, advance directives be drafted to specify how life support could be 
withdrawn? We think not: rather than seek such specificity physicians should 
focus on the underlying goals.’ While Supporting goal-oriented over therapy- 
oriented directives, Christakis and Asch found that some clinicians are biased 
when they choose how to withdraw life Support and that they should re-evaluate 
their practices, since such biases ‘may represent impediments to rational and com- 
passionate decision making in critical care’ (at 642), 
Dickens, above, note 76, at 80. 
Advance Directives Seminar Group, ‘Advance Directives: Are they an advance?’ 
Canadian Medical Association Journal, 146(2) (1992), 129. 
Some clarification might be provided by the scope of ‘best interests’ considered 
in Mental Capacity Bill, note 70, above. 
For an example of a combined document, see Barr et al., above, note 123. 
British Medical Association, BMA Statement on Advance Directives, London, BMA, 
November 1992, and January 1994 revision. 
Declaration of the Standing Committee of Doctors of the ECon living wills/advance 
directives (adopted Cascais, 12-13 Nov. 1993), CP 93/83 final-EN; R. Fisher and 
E. Meslin, ‘Should living wills be legalized?’, Canadian Medical Association Journal, 
142(1) (1990), 26. 
J. Robertson, ‘Second Thoughts on Living Wills’, Hastings Center Report (Nov.—Dec. 
1991), 8-9. 
Ouslander et al., above, note 150, at 1371: ‘of particular concern is the high rate 
of disagreement between the physicians and their elderly patients’, 
S. McLean, A Patient’s Right to Know — Information Disclosure, the Doctor and the 
Law, Aldershot, Dartmouth, 1989: generally, for an analysis of the relationship 
in its legal and ethical context; p. 5: ‘Recognizing the significance of communi- 
cation between doctor and patient is a fundamental step in generating a therapeutic 
atmosphere of respecting the rights of the individual patient.’ Reliance on pro- 
fessional judgement, and examination of its viability as an area for reform, is 
examined in Alberta Law Reform Institute, above, note 158, at pp. 19-20. 
Japan Society for Dying with Dignity living will document, Tokyo; and the 
errence Higgins Trust document, above, note 112. 
- Battin, ‘Assisted Suicide: Can We Learn Anything from Germany?’, Hastings 
Center Report (March-April 1992), pp. 47-9. 
Euthanasia Research and Guidance Organization, What's in a Word? — The results 
of a Roper Poll of Americans on how they view the importance of language in the debate 
Sver the right to choose to die, Oregon, ERGO, 1994. 
ode] Aid-in-Dying Act, 75 Iowa Law Rev. 139-215 (1989). Some commentators 
have Suggested that statutory change is unnecessary. See I. Kennedy, The Upjohn 
Lecture 95 April 1994 at the Royal Society, London, p. 4: ‘All I mean is that the 
Sctor’s conduct be so described that it may be subsumed within the range of 
Conducts which are already permitted by law. Put shortly, the courts should decide 
a8 follows; that, in certain specified and carefully defined circumstances, the 
Concept of treating a patient for dying, already well recognized by the law in the 
Context, for example, of the severely handicapped child, should extend to the 
arutistration of that which in the context of doctor-assisted suicide will kill the 
Patient. Against this, see S. McLean and G. Maher, Medicine, Morals and the Law, 
Idershot, Gower, 1983, p. 76: ‘What is clear is that merely by permitting decisions 
about life and death to be taken by those whose role deals with such issues most 
Often, i.e. the doctor, will not resolve the problem, but will merely involve us in 
More convoluted attempts to rationalise our behaviour in so doing.’ For 
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examples of the inadequacy of non-treatment options, see Rv. Cox [1992] 12 BMLR 
48 (Doctor tried for attempted murder for administering a lethal dose toa dying 
patient): ‘“Five minutes of peace”, he said, “is not very much but it was all Dr 
Cox could give, and he gave it.”’, per Ognall, J.; or Rodriguez v. British Columbig 
[1993] 3 SCR 519, para 18, (ALS sufferer seeks assisted suicide as a constitutional] 
right): ‘Although palliative care may be available to ease the pain and other 
physical discomfort which she will experience, the appellant fears the sedatin 
effects of such drugs and argues, in any event, that they will not prevent the psy. 
chological and emotional distress which will result from being in a situation of 
utter dependence and loss of dignity’ (Sopinka, J.). . . 

J. Savulescu, ‘Treatment Limitation Decisions under Uncertainty: The Value of 
Subsequent Euthanasia’, Bioethics, 8(1) (1994), 49. This is not necessarily an 
argument for liberalisation. Savulescu concludes by saying, at 72: ‘Paradoxically, 
itis only with the possibility of an offer of death that we can rationally save more 
worthwhile lives.’ The lack of legislation is also seen as undermining the 
doctor-patient relationship. B. Ward and P. Tate, ‘Attitudes among NHS doctors 
to requests for euthanasia’, British Medical Journal, 308 (1994), 1334: ‘the current 
law on euthanasia is not satisfactory for patients. Patients may be aware that, 
although they may request active euthanasia, doctors cannot provide it legally; 
indeed, to raise this issue may be thought to compromise their relationship with 
the doctor. Conversely, remaining silent may also affect this relationship. A 
doctor may think that he or she cannot raise the issue for personal, professional, 
or legal reasons, and so communication between doctors and patients may be 
blocked.’ 

For a fuller examination of possible steps towards comprehensive legislation, see 
J. Mason, ‘One Step at a Time’, and C. Docker, ‘The Way Forward?”, in Death, Dying 
and the Law, S. McLean (ed.), Aldershot, Dartmouth, 1996. 

Auckland Health Board, above, note 10, at 246. 

For asummary of brain death and accepted tests, see British Medical Association, 
above, note 71; or Canadian Medical Association, ‘Guidelines for the Diagnosis 
of Brain Death’, Canadian Medical Association Journal, 136 (1987), 200A—200B. 

J. Mason, ‘Definitional Issues and Life and Death: The Contribution of Science, 
Law and Ethics’, in Law and Moral Dilemmas Affecting Life and Death: Council of 
Europe Proceedings of the 20th Colloquy on European Law, 1990. 

Ibid. 

For more on ethics committees see, for instance, B. Lo, ‘Behind Closed Doors: 


Promises and Pitfalls of Ethics Committees’, New England Journal of Medicine, 317(1) 
(1987) 46-50. 


Ibid., at 48. 
J. Menikoff, ‘Beyond Advance Directives — Health Care Surrogate Laws’, New 
England Journal of Medicine, 327(16) (1992), 1165: ‘A statute that designates a 
“backup” surrogate decision maker attempts, in effect, to make the world of living 
wills more like the world of ordinary wills.’ 

For instance, see Emanuel and Emanuel, above, note 91. 

Milestone House, Edinburgh. See C. Docker and G. Sprigge, Report on ‘To Treat 
or Not to Treat? Dilemmas Posed by the Hopelessly Ill — International Conference 
of the Royal Society of Edinburgh’, in Voluntary Euthanasia Society of Scotland 
Newsletter, April 1993, 17-18. 

E. Loewy, ‘Advance Directives 
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